The transition from pediatric to adult healthcare in patients with inflammatory bowel disease (IBD,) occurs at an important time in a child's psychosocial development and can impact education, employment, social integration and result in significant disability. A structured transition may limit disability and reduce the impact of disability over time. Aims: To assess the change in disability over time in pediatric transition patients, who underwent a structured transition, using the validated Inflammatory Bowel Disease Disability Index (IBD-DI) and assess the responsiveness of this index to change over time. Methods: 59 patients (aged 18-25) that had recently transitioned to adult care at the University of Calgary, IBD clinic were identified from a cohort of 200 patients recruited to undertake the IBD-DI. A research coordinator interviewed and administered the IBD-DI with a repeated assessment at 12 months. Demographic and relevant clinical data including measures of disease activity, the partial Mayo Score (PM) or Harvey Bradshaw Index (HBI), were collected from participants as well as from medical chart and database review. Baseline IBD-DI scores were compared using the Mann-Whitney-U test. The Wilcoxon signed rank test with calculation of an effect size and standardized response mean were used to analyse change in IBD-DI scores over time, in groups based on change in disease activity. Results: Baseline mean IBD-DI scores for the 59 transition patients (mean age 29.89) was 20.69±13.19 (range 0 to 54.41) and did not differ significantly from 141 adult patients (mean age 41.39) with mean scores of 24.90±14.18 (range 1.47 to 70.59) (p=0.08.) 50 out of 59 participants completed the follow-up assessment at 12 months. Disease activity over time improved in 5 patients, worsened in 5 and were stable in 39 patients. One patient had missing disease index measures and disease activity could not be classified. There was a significant reduction in IBD-DI scores for those with clinical improvement (-17.94, ES >-1, p=0.04) and a significant increase in IBD-DI scores in those that with clinical deterioration (+23.53, ES >1, p=0.04)
There was a reduction in the IBD-DI scores over the 12-month time period, in patients with stable disease activity, ES=0.20, p=0.15 ), however, this was not statistically significant. Conclusions: Transition patients have similar disability scores as compared with an adult cohort. There was a significant reduction in IBD-DI scores for those with clinical improvement. The IBD-DI demonstrates significant responsiveness to changes in disease activity over time, a factor that was not evaluated in the initial validation study of the index.
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